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Abstract 
 
The purpose of this research is to explore how parents of children with autism plan the future 
of their child. In the literature review, I discuss historical perspectives and current 
perspectives about autism, disability and stigma, and the ways in which parental concerns and 
struggles play a significant role in planning the future of a child with autism. With the Human 
Rights Model as a foundation for a theoretical framework, this research project is based on 
open ended interviews with four research participants. Interviews produced two major 
themes. The first theme concerns parental worries such as lack of power to help children with 
autism and concerns about their child’s need for care and support. The second theme relates 
to barriers such as late diagnosis, professional language, and financial resources. In summary, 
the results of the interviews indicate that all participants believed in the importance of 
planning. The implications of this research are that planning the future for children with 
autism looks different for each parent given that each person with autism is unique, and every 
family’s experience is different.  
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"Children are the world's most valuable resource and its best hope for the future."  
(John Fitzgerald Kennedy as cited Perlich & Whitt, 2010, p. 100) 
Introduction 
The family plays a significant role in the lives of their children and raising a child is 
most often a source of great joy but raising a child with autism is uniquely challenging.  As 
Schor (2003) writes, “families are the most important and most enduring force in a child’s 
development” (p. 1541), and a primary support for children with autism.  Parents of children 
with autism spectrum disorders (ASD) struggle with an increased risk for acute and chronic 
stress compared to parents of children without disabilities and parents of children with other 
developmental disabilities (Davis & Carter, 2008; Vallotton, Harewood, Froyen, Brophy-
Herb, & Ayoub, 2016). 
The term “disability” has a negative connotation because the term implies 
someone/something is broken or not working properly, and society very often uses improper 
expressions to create negative images about people with disabilities (Zhang & Haller, 2013, p. 
323).  The diagnosis of a disability has a significant impact on the well-being of the 
individual and entire family as well (Schertz, Karni-Visel, Tamir, Genizi, & Roth, 2016).  
According to the Canadian Survey on Disability from 2012, people with disabilities represent 
14.8% of the total Canadian population over the age of 15 and most of them live with family 
(Canada, 2015, Table 1.11). 
The number of children diagnosed with ASD is increasing (Adak & Halder, 2017).  
The most used definition of autism is based on the Diagnostic and Statistical Manual of 
Mental Disorders (DSM) 5th Edition (DSM-V) that defines autism as a dyad of persistent 
deficits that include “impairment in social communication and interaction, and restricted and 
AUTISM AND PLANNING THE FUTURE  2 
repetitive behaviour patterns, interests, or activities” (American Psychiatric Association, 
2013, p. 53).  Research reveals that one in 68 children suffers from an ASD (Baio, 2014) and 
it seems to be four to five times more common in males than in females (Watt & Wagner, 
2013).  The Canadian statistics observe that ASD “has increased over 100% in the last 10 
years” becoming the fastest growing and most commonly diagnosed neurological disorder 
(Autism Speaks Canada, 2017, para. 2).  
Families with an ASD member face many challenges that frequently require supports 
(Smock & Turns, 2016).  The Government of British Columbia (BC) provides individualized 
funding directly to families to subsidize eligible private interventions (Volden, Duku, 
Shepherd, Ceorgiades, Bennett, Rezze, & ... Elsabbagh, 2015).  Families can use funding 
towards eligible intervention services (behaviour consultants/analysts, speech-language 
pathologists, occupational therapists, and physical therapists) that best suit their child's needs 
and for their family needs (family counseling/therapy).  According to a Ministry for Children 
and Family Development (MCFD) statement “currently, BC provides funding to over 13,291 
children and youth diagnosed with ASD and their families” (MCFD, 2017).  Also, families 
with an ASD member may receive information, support, and referral services through Autism 
Information Services BC (AIS BC).  It is critical that the broad range of professionals and 
services are educated and can provide support with an understanding of the worries and 
barriers faced by parents in planning the future of their child with ASD. 
There is a growing body of research about family planning in families with children 
with ASD (Angell & Solomon, 2014; Carter, Austin & Trainor, 2012; Hewitt et al., 2010; 
Navot, Jorgenson, Vander Stoep, Toth, & Webb, 2016; Orsmond, Shattuck, Cooper, Sterzing, 
& Anderson, 2013; Singh, 2016).  However, research that explores the barriers and worries 
faced by parents while trying to plan the future of their child with autism is sparse.  
Through this research, I chose to explore social work theories in understanding 
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disability through the Human Rights approach and Medical versus the Social Model, 
highlighting Young’s (2000) Model of Oppression.  Also, I chose to write about Solution-
Focused Brief Therapy (SFBT) and Mindfulness Therapy because these approaches align 
when working with families that have an ASD member. Both therapies may help parents of 
children with ASD to cultivate nonjudgmental acceptance of their ASD, which is a chronic 
and pervasive disorder (Da Paz & Wallander, 2017).  
My research question was, “How do parents of an ASD child, and those professionals 
supporting these parents, plan the future of their child?”.  Two major themes emerged from 
my study: first, parents’ anxiety about the future of their children with ASD and second, 
barriers faced by parents in planning the future of their child with autism. 
It has been challenging for me to speak about a subject which I have not directly 
experienced; however, it has a familial connection to me because my nephew was diagnosed 
with autism in 2010.  While I am writing about this subject I find myself in a dual role that is 
both professional and personal.  The professional role guides me in identifying the parents’ 
concerns and the personal role is leading me to understand more their worries.  This research 
has impacted my own personal views and values that guide me to better understand the 
systems I am attempting to navigate as a professional. 
Literature Review 
In recent years, there has been growing international concern about autism, in terms 
of diagnosis and causes of autism, as well as in terms of public policies and strategies.  In 
British Columbia, increases in the rates of ASD have resulted in a substantial increase in 
autism awareness and some increases in service provision (MCFD, 2017).  The Ministry of 
Children and Family Development (MCFD) provides funding for families towards eligible 
intervention services and the Ministry of Education provides virtually all school funding in 
the province (MCFD, 2017). 
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I will explore what is known in the literature about historical perspectives in autism, 
current perspectives in autism, disability and stigma, and parental concerns and struggles 
while trying to plan the future of their child with autism.  
Autism: Historical Perspectives 
In 1911, Eugen Bleuler (2005) introduced the term autism and defined it as the 
“shutdown of reality and […] predominance of inner life” (p. 109) considering this disorder a 
secondary symptom of schizophrenia.  Bleuler used the term autism to designate the loss of 
contact with reality, which results in difficulty communicating with others.  In earlier thinking 
about autism, the condition was seen as a disorder of the self, manifested by a total refolding 
of one’s own psychic universe and by non-critical thinking (Noel et. al., 2017), focused on 
subjectivism and detachment of reality, dominated by reverie and fantasy (Hollin & Pilnick, 
2015). 
Later, in 1943, Leo Kanner published a study describing eleven young patients who 
seemed to live in a personal world, ignoring others, even their own parents (Grollier, Leblanc, 
& Michel, 2016).  Based on the patients brought to his clinic, Kanner estimated that autism is 
very rare.  He classified autism as a form of infantile psychosis caused by cold, unaffectionate 
parents (Grollier, Leblanc, & Michel, 2016).  Although the initial designation has revealed 
that infantile autism is observed in childhood, it is now clear that autism is seen as a lifelong 
condition whose type and severity change over time with the development of the individual 
(Bal, Kim, Cheong, & Lord, 2015).  Autism was something shameful and families were 
stigmatized, with feelings of embarrassment about disability and mental health issues (Angell 
& Solomon, 2014).  
In 1944, Dr. Hans Asperger described children with learning disabilities from his 
clinic as having "a lack of empathy, little ability to form friendships, one-sided conversation, 
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intense absorption in a special interest, and clumsy movements" (Dodd, 2004, p. 7).  Instead 
of holding parents responsible for autism, Asperger classified it as a life-long, polygenetic 
disability that requires compassion and forms of support and accommodation throughout life 
(Badone, Nicholas, Roberts, & Kien, 2016).  Asperger saw autism as a diverse spectrum that 
includes an amazing range of talent and disability and he called these children “little 
professors” (as cited in Badone, Nicholas, Roberts, & Kien, 2016).  
Autism spectrum disorder is a topical issue throughout the world due to the increase 
in frequency and widespread presence.  Worldwide, around 1 -2 % of children suffer from 
this condition (Christensen, Baio, Van Naarden Braun, Bilder, Charles, Constantino, & ... 
Yeargin-Allsopp, 2016), and the statistics are worrying, with the prevalence of the disease 
rising by 10-17% annually in recent years (Nicholas et. al., 2008, p. 135).  ASD appears in 
every ethnic and socioeconomic group (Hahler & Elsabbagh, 2015). 
The exact causes of ASD are unknown and one of the reasons why it is difficult to 
identify the causes is because the symptoms of autism spectrum disorders vary quite a lot 
from one individual to another (Barker & Galardi, 2015).  However, it is believed that several 
complex genetic and environmental factors are involved in the occurrence of autism.  
Numerous environmental factors have been evoked as the cause of the autism over the time, 
most of them being associated with complications during pregnancy and/or childbirth 
(Nuttall, 2017) and some being associated with children being born too early, too small, 
and/or by Cesarean delivery (Annals of Epidemiology, 2014).  Other at-risk factors were 
reported as pre-or post-birth exposure to drugs, infections, birth defects, epidural 
administration, maternal age at first birth, and placental anomalies (Kuzniewicz, Wi, Qian, 
Walsh, Armstrong, & Croen, 2014), without clear evidence.  Likewise, epilepsy, depression, 
and mother’s anxiety have also been mentioned in the etiology of autism (Crea, Dissanayake, 
& Hudry, 2016).  
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Autism: Current Perspectives 
Historically the terms “disability” and “disabled people” are the most endorsed and 
used terms by disability rights activists, theorists, advocates, and other professionals to refer 
to people with disabilities (Dunn & Andrews, 2015).  In addition to the language of disability, 
we, as professionals, witness how society excludes those that are different. Disability can be 
viewed as a socially constructed identity and society's solutions are primarily aimed at 
physically and mentally ‘curing’ the individual of disability (Zhang & Haller, 2013). 
About 15 percent of the world’s population lives with disabilities; in Canada, it is 
estimated that "3.8 million people over the age of 15 have a disability, representing 
approximately 14 percent of the total Canadian population" (Hick & Stokes, 2016, p. 407).  
Therefore, disability debates have taken into account many approaches and, here, I will speak 
about the human rights model.  Together with the definition of human rights, I will discuss 
how Canada sustains and supports people living with disabilities through legislation.  
Human Rights “define what we are all entitled to a life of equality, dignity, respect, 
and a life free from discrimination" (What Are Human Rights?, 2017, para. 2).  Human rights 
are protected in Canada by provincial, territorial, federal, and international laws.  The 
Canadian Human Rights Act and the Canadian Charter of Rights and Freedoms are the main 
acts in effect regarding human rights and are implemented at the provincial and territorial 
levels through legislation (Tunnicliffe, 2014). 
The Canadian Human Rights Act was approved by the Parliament of Canada in 1977.  
This Act protects Canadians by ensuring equal opportunity for individuals who may be 
victims of discriminatory practices when they are employed by or receive services from 
public or private institutions and companies.  Furthermore, this Act created two mechanisms 
for investigating claims of discrimination, the Canadian Human Rights Commission (CHRC), 
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and the Canadian Human Rights Tribunal.  Despite all these efforts, people with disabilities 
still, suffer discrimination and unequal opportunities. In 2016, 60% of all discrimination 
complaints received by CHRC were related to disability (The Canadian Human Rights 
Commission’s 2016 Annual Report to Parliament, 2017). 
The Canadian Charter of Rights and Freedoms is a part of the Canadian Constitution 
and incorporates laws and basic rules on the functioning of the country.  In 1982, Canada was 
one of the very first countries in the world to incorporate equality provisions for people with 
disabilities directly in its Constitution (Hick & Stokes, 2016).  Section 15 (1) of the Charter 
recognizes Canadian citizens, permanent residents and newcomers equal right “under the law 
and has the right to the equal protection and equal benefit of the law without discrimination 
and, in particular, without discrimination based on race, national or ethnic origin, colour, 
religion, sex, age or mental or physical disability” (Heritage, 2017, p. 3).  This recognition 
ensures equal treatment before and under the law for every person. 
At the international level, Canada supports the protection and promotion of rights for 
people with disabilities through the United Nation Convention on the Rights of Persons with 
Disabilities (CRPD).  The purpose of the CRPD is “to promote, protect, and ensure the full 
and equal enjoyment of all human rights and fundamental freedoms by all persons with 
disabilities, and to promote respect for their inherent dignity” (Hoffman, Sritharan, & Tejpar, 
2016, p.3).  Canada approved the UN CRPD in 2010, after consultations with disability 
members of provinces and territories, and Aboriginal self-government (What Are Human 
Rights?, 2017). 
The main objective of the Convention on the Rights of Persons with Disabilities is to 
protect the rights to equality and non-discrimination of persons with disabilities through the 
human rights legislation.  The Convention recognizes and reaffirms some specific humans 
rights such as right to life (article 10), equal recognition before the law (article 12), access to 
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justice (article 13), liberty and security of person (article 14); in addition, it states that parties 
must respect and promote the rights recognized in The Convention while providing strategies 
to guarantee the right to life and health, for people with disabilities (Pozón, 2016). 
The Rights Model of disability is important to this research for several reasons.  First, 
it helps establish children with autism as equal participants where they feel valued, respected 
and most of all not-judged. Second, it reflects the social work ethic of integrity and respect to 
ensure that the clients' voices are heard, and their need and interests are met.  A desire of 
parents of children with disabilities is to have their children seen as equal participants in 
society and as adults to have the freedom to make their own choices (Broach, 2016). 
Medical Model versus Social Construction Model 
In the Medical Model, disability is understood to be an individual problem and “is 
considered to be a result of impairment of body functions and structures” (Haegele & Hodge, 
2016, p. 195).  For example, if a person has a visual, mobility or hearing disability, their 
inability to see, walk or hear, is perceived as his or her personal disability and has become a 
product of cultural rules about what bodies should be or do (Dunn & Andrews, 2015).  The 
medical model of disability focus on ‘impairments’ of the body; this model can be viewed as 
disempowering as it focuses on the need to ‘fix’ the individual (Haegele & Hodge, 2016).  
The medical model approach is based on a belief that the difficulties associated with the 
disability should be borne wholly by the disabled person (Beaudry, 2016).  The implication of 
this approach is that people with disabilities should make an extra effort to ensure that they 
do not inconvenience anyone else.  
Historically, the Medical Model determined the systematic exclusion of people with 
disabilities from society and forced institutionalization of persons with psychosocial 
disabilities (Hoffman, Sritharan, & Tejpar, 2016).  The establishment of ‘the asylum’ was 
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meant to be one instrument for this vision (Chow & Priebe, 2013).  The original intention of 
asylum was "the idea of respite, or sanctuary of a place where patients could escape from the 
pressures and corrupting influences that were seen as endemic to life in the cities" (Davis, 
2014, p. 194).  Removing mentally ill people from society and placing them in asylums had 
the effect of decreasing the discomfort and stigma experienced by some family members, but 
the experience ultimately was far worse for those being sent away and for many of their 
families (Davis, 2014).  Later, institutional care and treatment of people with mental health 
problems shifted into full-service hospitals for the formal study and treatment for persons 
with disabilities (Chow & Priebe, 2013).  
Many have argued that the medical model increases stigma for those who are disabled 
(Haegele & Hodge, 2016).  The experience of stigma associated with mental health problems 
can lead to feelings of shame and hesitation in accessing support.  This often might be 
combined with a lack of awareness of the law and of available services and support (Nayar, 
Stangl, De Zalduondo, & Brady, 2014), which can lead to resistance to help others or to seek 
help for themselves. 
In contrast with the Disability Rights Model which guarantees the right to life and 
health, the Medical Model prioritizes rights to a much lesser degree; as a result, people with 
disabilities have to advocate for their own rights.  The question becomes, how can people 
with autism self-advocate for their rights when they may not be able to clearly communicate 
their needs?  Being able to voice your concerns and being heard is empowering and 
validating.  Nobel (2004) speaks about the “celebration of differences and acknowledging the 
importance of a socially inclusive practice dialogue.  This concern for ‘otherness’ accepts that 
all individuals and groups have a right to speak for themselves, in their own voice, and to 
have that voice accepted as authentic and legitimate” (p. 296).  In Nobel's (2004) vision, 
speaking or hearing your "voice" does not have to occur in a traditional way. In my 
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experience, as a Special Education Assistant, I met a few students who made themselves 
heard through art or drama.  Through this experience, I learned how to adjust traditional 
training and eliminate the language barrier. It is unfair the people with autism may not have a 
place to engage in this act ‘being heard’.  The power of our language and "the being heard 
and having one’s story understood" is closely aligned with the feminist model (Gregory & 
Holloway, 2005, p. 39). 
The Social Model arose in response to the critique of the Medical Model of Disability.  
The Social Model centers on systematic oppression and discrimination against disabled 
people, and the negative social attitudes encountered by disabled people throughout their 
everyday lives (Dunn & Andrews, 2015). 
Disability and Stigma 
 At the social level, people with disabilities face stigma. Corrigan (2000) defines 
stigma as a set of harmful “attitudes, stereotypes, discriminatory behaviours and biased social 
structures" (p. 49) sustained by the majority about the disability.  He refers to three types of 
stigma: structural stigma, public stigma, and stigma by association.  A structural stigma refers 
to imbalance and injustice seen in a social institution.  Public stigma focuses on the attitudes 
of the general population toward the stigmatized person.  Public stigma refers to the 
cognitive, affective, and behavioural reactions of individuals from the general public towards 
the stigmatized individual (Pryor & Reeder, 2011).  
Stigma by association refers to stigma experienced by family members (Werner & 
Shulman, 2015).  For parents who have a child with a disability, stigma has a negative impact 
and can result in fewer outings with the child, less contact with friends and relatives, and 
increased privacy about their child’s diagnosis (Werner & Shulman, 2015).  There is also self-
stigma, and this refers to the way in which the individual internalizes society’s negative views 
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toward themselves (Ali, King, Strydom, & Hassiotis, 2016).  Experiences of self-stigma 
produce in people with disabilities and in their family member’s negative emotions, who 
experience low self-esteem or self-worth.  As a result, they may tend to avoid social 
relationships (Ali, King, Strydom, & Hassiotis, 2016).  Therefore, knowing the impact of the 
stigma and the social construction of disability at the individual and social level will be 
helpful for a better understanding of disability. 
Along with stigma, it is important to explore the three levels of oppression: personal, 
cultural, and structural (Ugiagbe & Eweka, 2014). Ugiagbe and Eweka (2014) explain that at 
the personal level, oppression contains the thoughts, attitudes, and behaviours that portray a 
negative pre-judgment and it is based on stereotypes.  Oppression at the cultural level occurs 
when the dominant culture is defined as the norm, which can lead to individualism and 
cultural imperialism.  According to Ugiagbe and Eweka (2014) structural oppression refers to 
the ways that social institutions, laws, policies, social processes and practices, and economic 
and political systems all work together to the detriment of people with disabilities.  The 
experience of oppression faced by parents of children with autism can lead to feelings of 
shame and hesitation in accessing or facing exclusion (Stein et al., 2011). 
Young (1990) drew attention to the disadvantages of people with disabilities because 
of “everyday practices of a well-intentioned liberal society” (p. 41).  Therefore, it is 
imperative to be aware of societal attitudes and reactions towards people with disabilities.  As 
helping professionals, social workers can help parents who are struggling to come to terms 
with the future of their child with autism by gaining more insight and understanding of 
challenges of this disability.   
Parental Concerns and Struggles 
The literature acknowledges that parenting a child with ASD is challenging.  The 
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diagnosis of a disability has a significant impact on the well-being of the individual’s 
development and entire family as well (Schor, 2003).  ASD is a permanent disability with 
continuing challenges and parents of children with ASD experience both short and long-term 
concerns and struggles. 
Parents of children with disabilities struggle with an increased risk for acute and 
chronic stress compared to parents of children without disabilities (Davis & Carter, 2008).  
However, the stress of having a family member with a lifelong disability can also negatively 
inﬂuence the finances of the family in several ways.  For example, the family can be 
impacted in terms of the labor market, uncertainty about eligibility for disability funds, and 
the financial pressure to pay for all the therapies and services they need (Cidav, Marcus, & 
Mandell, 2012).  In addition, higher rates of hospital visits, appointments with specialists, and 
psychosocial and psychoeducational interventions impact the families’ time and financial 
resources (Accurso, Garland, Haine-Schlagel, Brookman-Frazee, & Baker-Ericzén, 2015; 
Vanegas & Abdelrahim, 2016). 
Recent studies show that families of children with autism endure difficulties with 
finances and employment because of their children’s numerous needed services (Saunders, 
Tilford, Fussell, Schulz, Casey, & Kuo, 2015).  Children with autism require suitable 
psychosocial and psychoeducational interventions that will allow them to develop self-care 
abilities and skills for independent living and social inclusion (Adak & Halder, 2017).  
Therefore, some parents are forced to leave their job, decrease work hours, or arrange to work 
from home (Cidav, Marcus, & Mandell, 2012), in order to help their children and attend to all 
these services.  
Families with a member with autism can be impacted by uncertainty about eligibility 
for disability funds.  In BC, children thought to have autism are referred to the BC Autism 
Assessment Network (BCAAN) for an assessment by a pediatrician, psychiatrist, and/or a 
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psychologist (Ministry of Children and Family Development, 2017).  This assessment is 
covered by provincial medical services plan, but the wait time varies from region to region 
and it is common to wait for a year to receive a diagnosis.  It is possible for parents to pay for 
autism assessments privately, but these vary in quality and may not meet the standards 
required by the MCFD.  Children under age six diagnosed with ASD receive funding up to 
$22,000 annually and for children aged six to eighteen families can access up to $6,000 
annually from the AIS BC of the MCFD (MCFD, 2017). 
One of the greatest concerns of parents’ s regarding the future of their children with 
ASD is identifying caregivers who will provide caregiving, advocacy, and support to their 
children when they are no longer able to do so (Ooi, Ong, Jacob, & Khan, 2016).  This is an 
understandable concern taking into account the cycle of life; parents realize that their child 
may not have an independent life, may not marry, or work without support.  
Despite these concerns, many parents do not make long-term plans with their children 
with disabilities (Robert, Leblanc, & Boyer, 2015).  When parents plan, they often focus on 
short-term choices and objectives, but without earlier planning, future adults with ASD may 
be placed in inappropriate care settings or, given waitlists and wait times, or may not have 
access to care facilities at all.  A number of researchers emphasized that these parents 
experience anxiety, fear, and stress related to lack of information about planning the future for 
their children (Singh, 2016). 
Social Workers Role in Supporting Family with an ASD Member 
 The family constitutes a unit within society and is often the central object of analysis 
and reflection of several scientific disciplines, along with the social work profession (Rahul, 
2013).  In addition to the myriad of challenges faced by families, many experience a period of 
grieving when they find out the news of the ASD diagnosis (Navot et al., 2016).  There are 
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many approaches, therapies, and interventions for improving the lives of families with ASD 
members and for improving the lives of people with autism. 
Solution-focused brief therapy. 
Solution-Focused Brief Therapy (SFBT) focuses on what people are doing, and 
“SFBT therapists are trained to be non-judgmental, egalitarian, and focused on expanding, 
rather than limiting options” (Paul, 2008).  SFBT is an often-used approach for families that 
have children with intellectual disabilities because it aims to help parents find tools they can 
use immediately to manage and cope with challenges (Zhang, Yan, Du, & Liu, 2014).  
Although parents of children with ASD may already have the skills to create change in their 
lives and their children’s lives, they often need help identifying and developing social, 
behavioural, and communication skills.  Through SFBT, practitioners work to help the 
parents to clarify their goals and cope with their circumstances to some degree (Smock & 
Turns, 2016). 
SFBT techniques are often the chosen method for creating behavioral change and 
focus on solutions in the process to help clients set goals for their problems (Kim & Franklin, 
2015).  Essential SFBT techniques include compliments, miracle questions, scaling questions, 
reframing problems, hypothetical future etc. (Smock & Turns, 2016).  Family members are 
encouraged to describe the goal progression towards therapy in small specific stages of 
behaviour; these goals being created by the therapist and client working together in a 
collaborative working relationship (Kim & Franklin, 2015). 
One core process of SFBT is “The Miracle Question,” which asks clients to shift their 
thinking and feelings they have and describe a future where the problem no longer exists 
(Kim & Franklin, 2015).  Typically, the miracle question asks, “Suppose that one night, while 
you were asleep, there was a miracle and this problem was solved. How would you know? 
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What would be different?” (de Shazer, 1987, p. 5).  By asking the miracle question, the 
therapist asks clients to describe differences that would occur when problems were solved 
and to help understand what a solution may look like (Brockman et al., 2016).  For families 
with a member with autism, this type of question may encourage them to identify how they 
have managed the situation in the past and urges them to track the behaviours they have 
found useful in their situation (de Shazer & Molnar, 1984). 
Coping is another important factor to consider when working with ASD families.  
Parents of children with autism need a wide range of coping strategies and multiple coping 
mechanisms necessary to meet their children's needs, as well as the perception needed to 
select and put into practice suitable strategies for the challenges they may encounter (Hall, 
2012).  Positive reframing is a useful coping strategy for ASD families (Hastings et al., 
2005).  The social worker asks questions about coping in order to help the clients 
acknowledge the difficulties and helps to provide assistance (Smock & Turns, 2016). 
Following the miracle question, coping and scaling questions, social workers will 
typically invite families with a member with autism to become aware of their problem in 
terms of difficulty.  Again, the focus is not on doing interventions but on the process of 
listening, selecting, and building (Smock & Turns, 2016).  This involves using a scale from 1 
to 10 in which each number represents a rating of the problem (one being the worst a 
situation could be and ten being the best).  The social worker can explore where things would 
need to be for them to feel that the aims of therapy have been met (Brockman, Hussain, 
Sanchez, & Turns, 2016). 
This approach emphasizes parents’ strengths and helps them construct future solutions 
rather than solve past problems (Trepper, 2012).  Likewise, “the heart of the SFBT approach 
lies in the importance of language, the interactional effects that are occurring in dialogue” 
(Smock & Turns, 2016), thus making SFBT ideal for families with a member with autism. 
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Mindfulness therapy. 
Mindfulness therapy might be an approach for families with an ASD member because 
it aims to cultivate care and compassion so that people can be more responsive to stress and 
sad moods (Hwang et al., 2015).  Kabat-Zinn (2011) has defined mindfulness as “a cognitive 
skill that involves present-focused attention that is intentional, nonjudgmental, and accepting” 
(as cited in Goldberg, Del Re, Hoyt, & Davis, 2014, p. 491).  The goals of mindfulness 
include “paying attention to our actions, being present and engaging in life in a purposeful 
manner” (Lash, 2004, p. 20).  Moreover, mindfulness intervention may help parents to 
promote positive outcomes (Bluth, Roberson, Billen, & Sams, 2013) such as reduced stress, 
increased self-compassion, greater awareness, increased capacity for forgiveness and 
empathy, and the addition of elevated personal growth (Benn, Akiva, Arel, & Roeser, 2012, p. 
1482-1483). 
Additionally, mindfulness has been defined as consisting of five mindfulness skills: 
“acting with awareness,” “observing,” “describing,” “non-reactivity to inner experience,” and 
“nonjudging of inner experience” (Carmody & Baer, 2008, p. 24).  Through mindfulness 
techniques, families with an ASD member are trained to be aware of their reactions, thoughts, 
and feelings instead of being overwhelmed by them.  Parental calm, a potential outcome of 
mindfulness, is also very important for children with ASD because they react best when their 
habitation is predictable most of the time (de Bruin, Blom, Smit, van Steensel, & Bögels, 
2015). 
Mindfulness techniques teach parents to slow down their reactions and be aware of 
their intention prior to taking actions (de Bruin et al., 2015, p. 907).  Children with ASD 
function best when there is consistency in their environment and their social climate is 
predictable and not overloaded with (emotional) changes (Memari, Mirfazeli, Kordi, 
Shayestehfar, Moshayedi, & Mansournia, 2017).  Therefore, mindfulness techniques may 
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help parents to keep their calm and pay attention to their child, to cultivate acceptance and to 
be flexible and responsive in their interactions with their children.  Furthermore, the parents 
of children with ASD start to develop a nonjudgmental acceptance of ASD, which is a 
chronic and pervasive disorder (de Bruin et al., 2014).  
The characteristics of mindfulness-based interventions have clear relevance for 
families with an ASD member with a variety of issues and have been the focus of recent 
treatment research (Cachia, Anderson, & Moore, 2016).  A recent study with parents of 
children with ASD found that the stress level of parents who had the chance to use 
mindfulness intervention decreased comparable to parents who used parenting skills 
intervention (Ferraioli & Harris, 2013).  The results of a study that investigated the impact of 
a mindfulness intervention on emotional well-being outcomes of parents and educators of 
children with disabilities showed that the mindfulness therapy had a mediating effect (Benn 
et al., 2012).  This was reflected in improved well-being outcomes, including stress, anxiety, 
depression, personal growth, emotional regulation, self-compassion, quality of parent–child 
interaction, forgiveness, and empathetic concern (Benn et al., 2012). 
Social workers’ calling. 
The social worker can play a broad role in supporting parents of a child with autism to 
plan the future.  As professionals, social workers equip the parents by using a strengths-based 
and empowerment perspective focused on capabilities, capacities, and opportunities (Strunk, 
Leisen, & Schubert, 2017).  In order to plan the future, families often need help through the 
diagnostic process, resource location and linkage, advocacy, and policy advocacy specific to 
ASD (Mogro-Wilson, Davidson, & Bruder, 2014, p. 63).  
The literature review emphasized the impact of an ASD diagnosis on the entire family 
and showed the importance of support for the family through the diagnostic process.  From 
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the moment parents notice something unusual with their child until the diagnosis is received, 
the social worker's role is essential in planning future steps and helping families to find 
appropriate autism services, doctors, schools, and therapists (Foster, 2015).  At the same time, 
parents of children with ASD experience a range of emotions (grief, denial, loneliness), 
experience an increased risk of acute and chronic stress, and face stigma regarding their 
child’s subsequent challenges (Davis & Carter, 2008; Vallotton et al., 2016). 
The social workers, are called to help the parents to navigate through the system and 
to advocate for their children needs.  Children suspected of having ASD are referred to the 
BCAAN and after they receive a diagnosis, the MCFD gives the funding directly to parents 
(MCFD, 2017).  Along with funding, in BC, children with ASD may also be eligible for the 
Infant Development Program which is a family-centered, home based, consultative program 
that serves children from birth to three years of age (Infant Development, 2018).  In addition, 
the Supported Child Development Program provides support for child care staff, families, and 
their children, up to 12 years of age, in licensed daycare, preschool or out of school care 
programs (Supported Child Development, 2018).  At age 18, the ASD funding from the BC 
MCFD ends. Ministry of Social Development & Poverty Reduction supports adults with ASD 
to qualify for services from Community Living BC (CLBC) and other community agencies.  
In order to qualify for CLBC services, adults with developmental disabilities must 
demonstrate “significantly impaired intellectual functioning, significantly impaired adaptive 
functioning, [and] these limitations must have started before age 18” (CLBC, 2018).  
Professionals working with clients with autism have an obligation to eliminate 
stereotypes about autism (Foster, 2015).  These stereotypes can be debunked by providing 
information about the lives of these children, their capabilities, and achievements.  There are 
many examples about the capabilities in disability: for example, people with autism may be 
“suited to concrete and pragmatic pursuits like engineering, physics, and mathematics” 
AUTISM AND PLANNING THE FUTURE  19 
(Quirici, 2015, p. 72).  
On the other hand, as social workers, we can highlight the feelings that children with 
autism and their parents have when they are discriminated or marginalized because of the 
stereotypes, prejudices or stigmas that apply to them by neurotypical members of a society.  
The experience of rejection is very painful; - to be rejected because of what you are, to have 
the feeling that people avoid you because you have a certain disability contributes greatly to 
the individual suffering (Peers, Spencer-Cavaliere, & Eales, 2014). 
In communicating with parents of children with autism, social workers need to be 
attentive to language and attitude.  The language we use and hear influences how these 
parents see themselves and their children.  It is necessary to avoid words and expressions that 
discriminate and stigmatize.  Negative language about disabilities and deficiencies has a 
strong impact on the person (Wilson & Scior, 2015).  The language used by social workers 
must respect the dignity, rights, and diversity of people with disabilities. 
Theoretical Framework 
Parenting a child with a disability can be a very challenging, exhausting, and 
overwhelming effort.  As presented in the literature review, parents of children with 
disabilities report feeling stressed, misunderstood regarding their parenting style, and 
unsupported by their community.  The statement “Parents as experts” might seem unrealistic 
but this is the reality for parents with a child with autism.  It requires parents to make the 
right decision for their child at the right time because this decision will affect their child’s 
whole life (Russell & McCloskey, 2016).  Given the role and responsibilities of parents, the 
theoretical framework for this research outline two themes. First, the theoretical framework 
explores a human rights model shaped my understanding of disability. Secondly, I illustrate 
how anti-oppressive social work teaches me to advocate for children with autism.  This 
theoretical framework guides me in my goal of becoming an activist social worker for the 
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rights of people with disabilities, helping their voice and their parents’ voices to be heard. 
Human Rights Model 
A theoretical framework that centers on the Human Rights Model helped shape my 
research because it gave me a greater understanding of the worries and barriers faced by 
parents of children with autism.  Historically, persons with disabilities have been treated as 
recipients of welfare, health, and charity programs rather than individuals deserving of equal 
legal rights (Hoffman, Sritharan, & Tejpar, 2016).  The Human Rights Model of Disability 
advocates for a cultural change in relation to social attitudes and practices towards disability 
and people with disabilities.  People with disabilities are no longer perceived as objects of 
charity, "requiring" medical treatment or social protection, but are persons with rights who 
have the ability to make decisions and to control their lives (Morrissey, 2012).  As a result, 
society is committed to creating the right conditions for equal participation of people with 
disabilities in community life.  
Human rights are rights that everybody has by virtue of being human (Schroeder, 
2012), regardless of gender, race, nationality, etc.  These rights are separate from the rights 
people have by law.  That is why fundamental human rights are inalienable and cannot be 
withdrawn or restricted (Morrissey, 2012).  In principle, the idea of human rights and respect 
for people with disabilities is understood as an individual/national level, but also as an 
individual/individual relationship (Dumais & Archambault, 2015). 
Inclusion of people with disabilities are examples of how to respect the rights of every 
citizen.  Fundamental principles that have changed quality of life, education, and integration 
of people with disabilities in social life are based on human rights.  In Canada, respect for the 
rights and dignity of persons with disabilities, is enshrined in the Canadian Charter of Rights 
and Freedoms, which proclaims that all human beings are born free and equal in dignity and 
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rights.  
A Human Rights Model helps point to the "lack of effective national disability 
policies that are needed to lay the foundations for the implementation of the CRPD; the 
discrepancy between national politics and local community practice; and the lack of political 
will among policy-makers for full implementation" (Hoffman, Sritharan, & Tejpar, 2016, p. 
4).  Furthermore, the lack of opportunity for people with disabilities to take on leadership 
roles, even if they are an authority based on their own experiences was highlighted through 
the CRPD grants (Carter, Swedeen, Walter, Moss, & Hsin, 2011). The CRPD principles 
advocate an equal participation of persons with disabilities in the conduct of public affairs, 
without discrimination (article 29). 
A Human Rights Model also focuses on the obstacles facing people with disabilities 
in accessing to appropriate health care, support, and social services that they require.  As 
Hoffman, Sritharan, and Tejpar (2016) state, "many are excluded from their community life, 
face abject levels of intolerance, and are denied the right to marry and have children" (p. 2).  
This oppression raises many questions about the role that human rights legislation can play.  
Young’s Model of Oppression  
Young (2000) helps point to the oppression experienced by persons with disabilities in 
society and helps highlight “structural oppression”.  In the context of interactions between 
autistic and non-autistic people, Young (2000) affirms that all oppressed people suffer some 
inhibition of their ability to develop and exercise their needs, thoughts, and feelings, and 
argues that “we cannot eliminate this structural oppression by getting rid of the rules or 
making some new laws, because oppressions are systematically reproduced in major 
economic, political, and structural institutions” (p. 41).  
Young (2000) defines oppression through five faces of oppression such as 
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exploitation, marginalization, powerlessness, cultural imperialism, and violence.  In Young's 
(2000) vision, marginalization is the most dangerous type of oppression.  She explains that 
entire groups of people can be excluded from participation in a social activity, culture, or 
environment.  Nicholson and Cooper (2013) point out that here are two primary components 
of social isolation: objective isolation and subjective isolation.  Objective isolation is 
determined by the size of an individual’s social network, while subjective isolation results 
from individuals’ perceptions of the quality of their relationships with other people 
(Matthews, Danese, Wertz, Odgers, Ambler, Moffitt, & Arseneault, 2016).  As mentioned 
earlier, many families stop socializing when they discover they have a child with special 
needs, out of fear of how they and their child will be received by the public and those around 
them.  People with autism are marginalized in society; they are perceived as deficient in their 
“social being, incapable of full socialization and personhood" (Milton, 2016, p. 1405). 
Using an anti-oppressive theoretical framework focused my attention on oppression 
faced by people with disabilities and how my role and interactions with those that I support 
has the ability to empower or oppress them.  These realities have motivated me to explore 
disability as a socially constructed category that has historical, cultural, political, and 
economic implications for social life.  
Design and Methodology 
The research question for this study was “How do parents of an ASD child, and those 
professionals supporting these parents, plan the future of their child?.”  The study used a 
qualitative design with a semi-structured interview and open-ended questions (Dudley, 2011, 
p. 249-250).  This design was chosen because it offered more flexibility and space for 
participants to answer in as much detail as they liked.  To increase confidentiality, all 
interviews were conducted on an individual basis.  
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Recruitment 
Recruitment began once approval had been obtained from the University of the Fraser 
Valley’s Human Research Ethics Board on March 07, 2017 (see Appendix A).  In order to be 
eligible to participate in the study, participants had to meet the following criteria: each 
participant had to have a child diagnosed with autism or work with a child with autism as a 
specialist such as social worker, teacher, special education assistant, occupational therapist, or 
behavioural consultant.  Participants were given a $10 coffee card to thank them for 
participating in the study. 
This research project used the snowball sampling method (Dudley, 2011, p. 146) to 
recruit participants.  Given that I am personally and professionally connected to people who 
meet the criteria to participate in my research, I sent information about this research project to 
my personal and professional network.  Potential participants were provided with a 
Recruitment Letter (see Appendix B) which detailed the criteria for eligibility to participate, 
and the process of the study.  Four participants responded to the invitation to participate in the 
study. Between March 24, 2017 and October 6, 2017, I conducted individual interviews with 
each participant.  Three participants were interviewed face-to-face and one participant was 
interviewed by telephone.  
Data Collection and Analysis 
Participants were provided with an informed consent form to sign (see Appendix C) 
that described the purpose of the study and explained that their responses would remain 
confidential.  After obtaining each participant’s written consent, individual interviews 
between the participants and I were conducted.  The interviews were audio recorded and 
transcribed by myself in order to analyze data for similarities, comparisons, and intersecting 
themes, patterns, and concepts (Dudley, 2011, p. 258-261).  A series of five to eight open-
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ended questions (see Appendix D) were asked in a semi-structured interview and each 
interview was approximately 30-40 minutes in duration.  The purpose of using open-ended 
questions was to allow for flexibility in the interviews and to encourage in-depth and 
descriptive responses.  All data is stored in a password protected file on a personal computer 
and all raw data will be destroyed on June 1st, 2018.  
The interview questions focused on the research question and questions asked of 
parents were different from those for professionals, and both sets of questions focused on the 
parents’ experiences.  Through the interview process, I wanted to explore parents’ worries, 
barriers they may face, and steps that they are taking to plan the future of their child with 
autism.  
The interviews were recorded with a recording application on my phone. The phone 
was password protected so the data was kept secure.  Following interviews with participants, 
I transferred interview recordings onto a password-protected computer that was also 
protected by a password, and promptly deleted all interview data from my phone.  Each 
participant was given a pseudonym that was attached to their data and was used through the 
data analysis process.  The transcripts from the interview will be stored on the computer for 
the duration of the study. 
Ethical Considerations  
Approval was obtained from the Human Research Ethics Board of the University of 
the Fraser Valley on March 7th, 2017.  Several steps were taken to protect the confidentiality 
of participants.  Interviews were recorded on a password protected phone, then transcribed 
and saved on a password protected computer.  I was the only one who transcribed the 
interviews.  Each participant was given a pseudonym at the time of transcription; the 
pseudonym will be used when a participant is referred to in the findings. 
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I handed out the “Recruitment Letter” to the participants at their first meeting and 
used a number of steps to protect the participants’ confidentiality.  Further, the email and 
consent form explicitly stated that each participant’s participation in the study would be kept 
strictly confidential. 
Throughout this research, I had to be aware of participants’ emotional reactions, given 
that they were asked to share sensitive information regarding their child, client, or student 
with autism.  Prior to the interview, participants were informed that they did not need to 
answer questions that made them feel uncomfortable. 
Interview participants were also informed that they could end the interview and 
withdraw from the study at any point by simply notifying me.  All information is also 
included in the “Informed Consent Letter” that are, participants signed.  None of the 
participants demonstrated significant distress during the interview.  Furthermore, all 
participants participated for the duration of the interview and answered all questions. 
Findings 
Four participants were interviewed for this study.  Two participants were parents with 
an ASD child and two were professionals working with children with ASD.  One of the two 
parents was male and both professionals were female.  Three interviews were held face to 
face and one interview was carried out on the phone.  The two professionals interviewed were 
university educated, one holds a Master Degree in Special Education, and the other has a PhD 
in Philosophy, and a combined total of over 28 years of professional practice within the ASD 
field between them.  Both parents had a son with ASD; one son was fourteen at the time of 
the interview, and the other son was nineteen years old.  Pseudonyms will be used in place of 
participant names. 
After all of the interviews had been completed, they were analyzed for the purpose of 
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identifying common themes.  Two overarching themes emerged: worries of parents about the 
future of their child with ASD and barriers faced by parents in planning the future of their 
child with autism. 
Worries of Parents About the Future of Their Child with ASD  
Further analysis of the data revealed a number of worries communicated by the 
parents and specialists.  The participants mentioned worries such as not always having the 
power to help their children, their concern related to their children’s constant need for help 
and support, and their anxiety related with their children’s ability to care for themselves when 
they become adults. 
The parents will not always have the power to help their children. 
The research participants were asked to speak about their biggest worries regarding 
the future of their child with autism.  Each participant spoke about the worries of parents who 
are willing to help their child.  Nick, the father of a teenager with autism, affirmed that:  
we do talk about the far future, like what happens if we are not around or what we 
have in place. If we won’t be around who is going to take care of him...  That is 
always the kind of stuff that you are thinking about and you worry about it. 
Lucy, one of the specialists interviewed, described parents’ need for support as being 
the most important.  They need encouragement and support to address emotional stress from 
the moment of diagnosis to the financial difficulties caused by treatments and therapies.  
Autism affects all aspects of the family.  While societal attitudes might reflect the belief that 
parents should be a "backbone" for the child, parents also need emotional support, and, in the 
case of parents with a child with a disability the support that they need is bigger (Hickman, 
2006).  Lucy also stated that: “As soon as the parents realize that their child has some sort of 
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learning challenge that already increases their level of anxiety, just as any parents, is normal, 
right?  They realize that is something that is not right, their child…”. 
Related to the need for emotional support is parents’ need for some respite and free 
time.  Nick confirms that, “After school he is picked up by one of his former Teacher 
Assistants and she watches him until we get home from work and pick him up… she also 
does some respite for us on weekends, a couple of times now.”  The research highlights 
parents' increased stress compared to parents of children without disabilities and parents of 
children with other developmental disabilities (Davis & Carter, 2008; Vallotton et al., 2016). 
Participants also spoke about the impact of not seeing their children reach socially 
expected “milestones”.  Cheryl, as a parent, stated that: “My son is nineteen years old and he 
needs rides daily from home to the practicum place….  He is going by himself most of the 
time to the places that he knows.  He has to have a job, because he is part of this society...”.  
Maria, as a professional, saw parents’ worries through the same lens and stated, "Symptoms 
of autism persist throughout the whole life.  So even if a child can integrate into society when 
he turns 18, he needs family support, a person to help him adapt".  
Parents’ concern related to their children’s constant need for help and support. 
The interviewees highlighted that parents’ worries change as their children move to a 
different developmental phase and that, as they age, their children will need more help and 
support.  Nick stated that “there are unknowns too.  We don’t know how independent he will 
be… It’s always hard to see or to predict where the things will end up.”  
Maria, one of the professionals interviewed, explained “We know, that children with 
autism is a whole spectrum so their needs are very unique and sometimes the needs can be 
very different from one child with autism to the other.”  She added that parents worry about 
everything, about the immediate steps, about the day-by-day steps and the weekly steps, and 
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“they worry regarding their children’s reactions and interactions with other kids of their age 
or with others in the public”.  Parents worry about transition from one thing to another, from 
one context to the next: “for a lot of these kids, their anxiety comes over them so fast and 
they can quickly get into panic mode or so; therefore, [how to] manage them and calm them 
down are the things parents need to plan.”  
Nick spoke about his child’s need for support and help to plan for the near future:  
He has a behavioural interventionist who is coming once a week, so we are kind of 
working on the skill set.  They are doing some cooking right now, talking about being 
able to use the phone, those independent skills if one day he has to use the oven or 
cook something, take care of himself. 
Further, he strengthens this statement by saying; “Parents that have kids without disability 
don’t worry about “… ‘will your child be able to answer the phone properly or know what to 
do when there is a fire in the kitchen?’” 
When the child is diagnosed with autism, parents may experience strong feelings of 
denial, sadness, anger, fear, or depression.  These are natural emotional attitudes, but it is best 
to deal them as quickly as possible and start looking for appropriate solutions for the 
treatment of the child (Fernańdez-Alcántara, García-Caro, Pérez-Marfil., Hueso-Montoro, 
Laynez-Rubio, & Cruz-Quintana, 2016).  The parents need help to process these strong 
emotions and move on in a healthy way.  The parents need help to overcome them.  Lucy, the 
other specialist interviewed, emphasized that: 
I would like to say that the parents we have now, they are very cooperative, they are 
not very hands on as much as we will like them to be, but only because of their 
work...if we say that their child needs a tutor, that they hear us, and they plan to 
follow our advice. 
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The parent’s anxiety related to their children’s ability to care for themselves 
when they become adults.  
The research participants expressed worries for the future of a child with ASD as 
parents’ search for help.  The parents have to train themselves to understand and to help their 
children. Cheryl, as a parent, talked about the help that her son needs with both worry and 
hope at the same time.  She worries that her son will not have a good school adviser to help 
him make the right decisions.  She says: “I am not sure if he understands about what I am 
telling him. Being a person with autism means that he understands under different strategies 
of talking.”  Her 19-year old son is enrolled in a customer service and cashier training 
program at a local college, but “after this program is over, he does not know what he wants to 
do.”  
Maria, as a professional, empathized that,  
lots of parents become very strong in terms of the advocacy role for their children 
with autism, but in terms of the worries, they worry about the future once they will 
have finished the public-school education, - what is their prospect of employment. 
 Some children with ASD are bright and some have very special talents, gifts and all kinds of 
strengths, but this will not guarantee success in employment. 
Barriers Faced by Parents While They Try to Plan the Future of their Child with 
Autism 
The research participants were able to identify several barriers faced by parents as 
they try to plan the future, such as late diagnosis, professional language, and the funding and 
resources necessary to cover the cost of therapies.  
Late diagnosis. 
Respondents identified late diagnosis as the barrier in planning the future of their 
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child.  Lucy stated that: “Early diagnosis and appropriate treatment increase the chances that 
a child with autism will be able to live independently when they reach adulthood.”  
Nick described the diagnosis experience for his son as “very clinical” and “a little bit 
awkward”.  Luckily, he and his wife come from a social work environment and that helped 
them to realize early that something was wrong with their son.  Their experience compelled 
them to go to the doctor and ask for an assessment.  Nick confirmed that:  
It is one of those things that you don’t think is going to happen to you until it does.  
The reaction of the diagnosis is a little bit numbing because you don’t really see what 
that means at that time. It’s hard to visualize what is going to happen in the future and 
the struggles that he might have. 
Cheryl’s experience was different, and she explained,  
When my son was 3 years old I noticed that he was different than other children in the 
playground and then I …. is very hard to talk …. sorry … I decided to go to a 
specialist to figure out what is the first step in helping him.  When he was 4 years we 
went to Sunny Hill and he was diagnosed with this disability, in that period it was 
visible how he was acting like not average his age. 
For Cheryl, diagnosis at the age of 4 years has made her feel that her son had lost something 
important. "If I had known in advance, I would have documented and asked for specialized 
help.  Now he recovered a lot, but at first, it was difficult, the results have hardly been seen 
because we began to start therapy later. " 
Professional language. 
In identifying the barriers faced by parents while they plan the future of their child 
with ASD, the interviewees mentioned “professional language” as a barrier.  Maria has talked 
about her role as a specialist as knowing the system and helping parents navigate: “when they 
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don’t necessarily speak the formal language of the system ….  It’s difficult and sometimes 
that’s where I see the parents need to work closer to the school and the school needs to work 
closely with these parents.”  She further explained by talking about the strategy she uses: “I 
usually sit down with them based on the information from my observation and assessment … 
to talk clearly and honestly with the parent and I need also to take the parent’s information 
and validate them.”  Parents are at different levels and knowing where they are at the moment 
makes the process of partnership between parents, teachers, and other specialists who come 
in contact with children with ASD easier.  Maria stated that: “The information coming from a 
professional helps them to speak the professional language because that language is validated 
by their experience and when they speak for them they are able to access more support or 
maybe government agency support.” 
Nick stated that:  
The system is always changing …and being on top of it is always hard too … because 
we find that sometimes in the system there are so many things that you do not know 
and then you realize that you could have help here, or you could have done this, but 
nobody tells you and the system is kind of teaching in different ways. 
The parents need assurance that they are doing the right thing when parenting their 
child and when frustrated by changes and difficulties.  Nick stated that “the system is not 
individualized and not knowing the way how to access it and what to access brings 
dissatisfaction and disappointment.”   
Lucy further confirms the difficulties that result from professional language.  She 
stated that: 
to help the parents, we come up with our own binders/folders in order for parents to 
have a guide where they are supposed to go, what they are supposed to do, when they 
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need to access their funding, these are the forms…which is actually not part of the 
school’s job, that is part of the Case Worker through the Ministry but because there is 
a language barrier and we know the parents more, then we feel that is our duty to help 
them until they get used to doing it by themselves and getting as many resources they 
need for their child. 
Financial resources. 
The cost of raising a child with autism typically includes an ongoing mix of special 
education programs, medical care, treatment supports, and lost wages.  Cheryl had to quit her 
job when she found out that her son was different than other children and needed full time 
support.  Also, she said that her family spends “a great amount of money and time on 
treatment and interventions, giving away our priorities.”  In regards to her job, she said that  
… at that time was the beginning of using the computers and the internet and I missed 
that start.  Now if I want to look for a job it will be very difficult because I don’t have 
the skills to use these tools that are essential nowadays. 
Families that have a member with mild disabilities such as autism are often economically 
disadvantaged (Roeden, Maaskant & Curfs, 2014) because available resources are not enough 
for special education. 
Lucy stated that: “I think access to the resource is the first problem. ASD is a very 
wide spectrum, but the funding is limited to $6,000 a year…which is not enough to pay for as 
many behaviour interventionists that they will need.”  Additionally, there are not enough 
resources for the school because the funding that goes to the school is not enough to pay for 
an SEA’s salary for one year.  In evidencing the insufficiency of funding, Lucy stated that: “It 
depends on the level of need, of support of the child and then the type of resources.” 
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Summary of Findings 
These two major themes are closely related. All of the participants involved in the 
research talked about worries of parents and the barriers faced while trying to plan the future 
of their child with autism.  Interviewees believed in the importance of planning when families 
have a child with ASD, and planning the future looks different from the parent’s perspective.  
Regarding the parent’s concern, the participants mentioned worries such as not always 
having the power to help their children, their concern related to their children’s constant need 
for help and support, and their anxiety related with their children’s ability to care for 
themselves when they become adults. 
The interview participants identified several barriers faced by parents while they try to 
plan the future of their child with autism, such as late diagnosis, professional language, and 
the funding and resources necessary to cover the cost of therapies.  
Regardless of the worries and barriers faced by parents, there is not a singular method 
to plan the future; everybody’s experience is different.  When planning the future of a child 
with autism, the parents and the professionals have to work together in planning step by step.  
They must take into account “-the student’s preferences and interests-” (Maria) and parent’s 
worries. It is not a process that happens overnight; it takes time, and everybody has to be 
involved. 
Limitations of the Study 
The small size of the sample is a limitation.  With only four participants, two parents 
and two specialists, the results cannot be generalized.  In additional, only parents who have a 
child with autism and specialists who work with a child with autism (such as psychologists 
and special education educators).  I chose to include specialists in the research because this is 
a sensitive subject for some parents and was concerned I would not find enough parents of a 
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child with autism who would be open to speaking about their experiences. 
Implications 
The interviews provided insight about worries and barriers faced by parents while 
they try to plan the future of their child with autism.  The participants involved talked about 
their experience raising a child with autism and being engaged in the education of a child 
with autism.  Current research indicates that several changes are needed to help parents who 
are planning the future of their child with autism. 
Implications for Practice 
First, social workers should be aware about parents’ worries about planning the future 
of children with autism.  Parents worry, and their anxiety may be greater than they express.  
They experience anxiety early on when they notice something unusual with their child and 
from that point on, they experience constant concerns.   
Second, as professionals, social workers should be attentive to language and attitudes 
toward disability.  Language that discriminates and stigmatizes is not supportive and should 
not be used in relation to parents of children with autism or with any service receivers.  
Awareness about attitudes toward disability and expressing empathy and consideration for 
their experience will help guarantee quality services to the recipients. 
Third, social worker may facilitate connections between parents of children with 
autism through support groups. Parenting a child with autism could be an extensive process 
for some families; therefore, connection with other parents through support groups may help 
and make a real difference in families’ lives and experiences. 
Implications for Policy 
BC’s Ministry of Child and Family Development (MCFD) is the sole provider of 
autism funding and these funds are based on an agreed assessment.  The wait time for an 
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assessment with the British Columbia Autism Assessment Network (BCAAN), could be up to 
one year. In addition, the interviewees identified late diagnosis as a barrier in planning the 
future of their child with autism.  It is well-known that early intervention in autism is the 
child’s best hope for the future (Love, Carr, Almason, & Petursdottir, 2009); therefore, a 
change in policy regarding an increase of the assessment program would be beneficial for 
parents in order to plan the future.  
Implications for Research 
In terms of research, there is still much to be done in the area of planning the future 
for children with autism.  The sample size in this research was too small to be representative 
of this unique population.  A larger sample size would potentially provide stronger and more 
cohesive results for future research projects.  Additionally, the research sample was 
comprised in part of professionals who all saw the worries and barriers in parenting a child 
with autism in their professional experience.  A future research project may choose to focus 
only on the parents’ experiences. 
Conclusions 
Findings from this research indicate that we, as social workers, need to pay attention 
to helping those with autism, and their families, plan a future.  Children with ASD are unique, 
family experiences are varied, as are the expectations, and the decisions about future planning 
will be different as well.  Diagnosis of autism affects each member of the family differently.  
Some families manage to cope with stressful situations and be with their children, while 
others need help to adapt to the new life situation.  
I wish to emphasize the importance of attending to the emotional and personal needs 
of families, especially the parents of a child with autism.  Without exception, parents face 
worries.  Several worries that the parents faced were highlighted by parents’ concern that they 
AUTISM AND PLANNING THE FUTURE  36 
will not always have the power to help their children, the parents’ concern related to their 
children’s constant need for help and support, and the parents’ anxiety related to their 
children’s ability to care for themselves when they become adults. 
Social work for families with a child with autism involves diverse tasks.  Some of the 
tasks include contributing to the assessment process, supporting and involving the family in 
actions relating to the recovery of the child; guiding the parents in planning the future, 
offering support regarding educational integration, and advocating for a change of national 
policies.  
There are plenty of barriers to planning the future.  Parents may be unable, on their 
own, to address and overcome them, but professionals are coming to help parents to advocate 
on their child’s behalf when they move to different stages in their life.  Several barriers faced 
by parents were identified as the late diagnosis, professional language barrier, and the funding 
and resources necessary to cover the cost of therapies. 
There are many approaches, therapies, and interventions for improving the lives of 
families with a member who has autism, and for improving the lives of people with ASD.  No 
two families are the same as no two people are the same, so choosing the right therapy for a 
family can be challenging.  In planning the future, each family has worries and face barriers 
but starting to plan the future may help both parties, - the parents, and their child. 
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Appendix A 
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Appendix B 
Hello, 
My name is Laurentia Rosu and I am currently conducting a study to explore the 
challenges parents face when planning the future of their child with autism. The title of the 
research is "Parents as experts: Autism and planning the future". 
Purpose/Objectives of the Study 
In this study, I am hoping to learn more about the worries of parents regarding the 
future of their child with autism. 
Procedures involved in the Research 
You are invited to participate in this study if you have a child diagnosed with autism 
or if you work with a child with autism as a specialist (Social Worker, Teacher, Special 
Education Assistant, Occupational Therapist, Behavioural Consultant). If you agree to take 
part in this study, there will be one individual interview which will be one-hour long.  
You will be asked a series of open-ended questions that explore the concerns about 
the future of your child with autism. If you are a specialist, you will be asked about parent’s 
concerns while planning the future for their child with autism.  
The interview will be arranged at a time and location which is convenient for you. 
With your permission, the interview will be audio-recorded. Your decision to participate or 
not participate will not be shared with anyone. Your confidentiality will be respected. At the 
interview, you will be provided with a consent form giving future information about the 
study. If you decide to withdraw from the study, you may withdraw at any time and without 
giving any reasons for your decision.  
The ethics of this research project have been reviewed and approved by the UFV 
Human Research Ethics Board. If you have any concerns regarding your rights or welfare as 
a participant in this research study, please contact the Ethics Officer at 604-557-4011 or 
Research.Ethics@ufv.ca.  
Each participant will receive a $10 Coffee Card. 
If you would like to participate in my research, please feel free to contact me. 
 
Sincerely, 
Laurentia Rosu, MSW Student at the University of the Fraser Valley 
604-600-9189 (cell), laurentia.rosu@student.ufv.ca 
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Appendix C 
 
Laurentia Rosu  
University of the Fraser Valley 
33844 King Road 
Abbotsford, BC V2S 7M8 
604-504-7441 
 
"Parents as experts: Autism and planning the future" 
Letter of Informed Consent for Interview 
 
My name is Laurentia Rosu and I am a Master of Social Work student at the 
University of the Fraser Valley. As part of my program, I am doing a research study that I 
would like to invite you to participate in. The ethics of this research study has been reviewed 
and approved by the UFV Research Ethics Board. Your participation is entirely voluntary, so 
it is up to you to decide whether or not to take part in this study. 
 This project will assess how the parents of an ASD child, and professionals supporting 
these parents, perceive the parent’s role in planning the future of their child. Through this 
research, my objectives are to explore parent’s acknowledgment about the future of their ASD 
child. Also, this research will attempt to assess the parent’s concerns about the future of their 
ASD child and to establish the role of professionals in helping these families plan for the 
future of their ASD child. 
 
Procedures involved in the Research 
The interview will be arranged at a time and location which is convenient for the 
participants. The meeting will take approximately one hour and there will be general 
questions about the process of parenting/teaching a child with autism and how they want to 
fulfill their plans for their child's future. The interview will be audio-recorded, and the 
researcher will take notes. 
 
Potential Harms, Risks or Discomforts to Participants 
The interview will involve discussing your thoughts and feelings about plans for your 
child with autism, or if you’re a professional, your student with autism. Depending on your 
personal experience, it is possible that you might experience some emotional discomfort 
answering questions, so please note that you are not obligated to answer questions that cause 
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any such discomfort. You can stop the interview at any point if you do not wish to continue. 
 
Potential Benefits 
The project seeks to assess how the parents of an ASD child, and those professionals 
supporting these parents, perceive the parent’s role in planning the future of their child. The 
benefit of this research would be to gain a better understanding of parent’s worries about 
having a child with autism. In addition, the project will help the professionals who are 
working with children with autism to be aware of parent concerns. 
 
Confidentiality 
All responses will be kept confidential by the researcher. I will not share your names 
or responses with anyone else. Your privacy will be respected. I, Laurentia Rosu (the 
researcher) and Lisa Moy (my supervisor) will have access to your data. I will secure all data 
in password protected computers and destroy all data after the study is complete by June 1, 
2018.  
 
Participation 
Participation in the study is voluntary and participants may withdraw at any time 
without consequences. If you choose not to participate there is no penalty.  You can also 
refuse to answer any questions but stay in the study. If you do decide to withdraw, your 
responses will not be used in the analysis and will be destroyed. You can withdraw from the 
study by contacting me via email. Participants will be given a $10 coffee gift card. 
 
Research Results 
The results of this study will be published in the University of the Fraser Valley 
library. 
 
Questions 
If you have any questions about the study, you may contact me at 
laurentia.rosu@student.ufv.ca. My supervisor’s contact is Lisa.Moy@ufv.ca phone 604-504-
7441 extension 4239. If you have any concerns regarding your rights or welfare as a 
participant in this research study, please contact the Ethics Officer at 604-557-4011 or 
Research.Ethics@ufv.ca. The ethics of this research project have been reviewed and approved 
by the UFV Human Research Ethics Board. 
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Consent  
 
By signing below, I agree to participate in this study, titled "Parents as experts: 
Autism and planning the future". 
I have read the information presented in the letter of informed consent being 
conducted by Laurentia Rosu at the University of the Fraser Valley. I have had the 
opportunity to ask questions about my involvement in this study and to receive any additional 
details. 
I understand that I have the right to withdraw from the study at any time and that 
confidentiality of all results will be preserved. If I have any questions about the study, I 
should contact Laurentia Rosu at laurentia.rosu@student.ufv.ca 
If I have any concerns regarding my rights or welfare as a participant in this research 
study, I should contact the Ethics Officer at 604-557-4011 or Research.Ethics@ufv.ca.  
 
I agree to have the interview audio-taped (Please check Yes or No): 
Yes ________  No ________ 
 
Name (please print) _________________________________________   
Signature _________________________________________________  
Date _____________________________________________________  
Once signed, you will receive a copy of this consent form. 
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Appendix D 
 
 
Questions for parents: 
1. Tell me about your experience raising a child with autism? 
2. Tell me about your biggest worries about future of your child with autism? 
3. Tell me about your barriers in planning the future of your child with autism? 
4. Please, describe what are you doing now to plan the future of your child with autism? 
5. Tell me about the time when you felt confident about planning the future of your child 
with autism? 
 
Questions for professional participants: 
1. Tell me about your work experience with children with ASD? 
2. In your work experience, what do you identified as being the biggest worries of 
parents about future of their child with ASD? 
3. In your work experience, what do you identified as being the barriers of parents in 
planning the future of their child with autism? 
4. From your work experience, what the parents are doing now to plan the future of 
their child with autism? 
5. Please, describe a success story about helping parents in planning the future of 
their child with autism? 
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